atmosphere of honest communication about the condition. 13 It seems that parents and children with NES find the term NES less disturbing than PNES. 14 It is not sufficient, either, merely to label the events as psychogenic, as the term psychogenic implies that the seizures are purely psychological in origin. 13 Recent research has shown that NES can best be understood through a biopsychosocial model that takes into account risk factors, triggering factors and maintaining factors. 3, 15, 16 Patients often perceive NES as being a mental illness, but without feeling that they are mentally ill. 17, 18 Patients may also be afraid of being perceived as pretending to be sick, or being labelled mentally ill. 19.20 In contrast, patients who are assisted in integrating their personal experiences into their illness perception find it easier to accept the diagnosis. 21, 22 This raises the question of whether a clear theory regarding causation of the condition is necessary in order for the diagnosis to be successfully accepted. 23 The manner in which the ''NES diagnosis'' is communicated may influence mastering of the condition. 4, [24] [25] [26] Therefore, several standardized manuals for communicating the diagnosis have been developed. 27, 28 A stepped-care pathway has been proposed in the UK, in which the second stage after acceptable communication of the diagnosis includes psycho-education. 29 Initial communication of the diagnosis is a crucial issue, and should be investigated further. 27 Given both our lack of knowledge regarding young people with NES and our current understanding of the challenges faced by patients with NES, this study aimed to explore the impact on adolescents and young adults of using a biopsychosocial approach to explain their non-epileptic seizures.
Materials and methods
Eleven young people with NES aged between 14 and 24 years who attended an inpatient follow-up stay at a university hospital in Norway were included in the study. The patients were to have a NES diagnosis before being admitted for inpatient follow-up. The aim of the stay was to enhance their understanding of, and ability to cope with, the condition. The last week before discharge, they were interviewed by the first author of this article regarding their experiences with NES from the time they first heard about the diagnosis. Follow-up data on seizure development was obtained through telephone interviews by epilepsy nurses on average 15.6 months after the first interview (see Table 1 ). The participants' descriptions of seizures were then compared with journal entries pertaining to the situation surrounding the seizure upon admission to hospital for follow-up. None of the patients refused follow-up interview. All participants spoke Norwegian, but one was not an ethnic Norwegian; ten were students and one was employed. The study was approved by the Norwegian Regional Ethical Committee and all participants provided written informed consent. Further characteristics of the participants are presented in Table 1 .
The inclusion procedure
Initially only boys and girls between 13 and 16 years were to be included, but it was difficult to recruit sufficient participants and of both sexes. Several potential participants were excluded either because their diagnosis had not been based on video EEG during seizures or because they also suffered from epilepsy. After approval from the Regional Ethical Committee, the age limit for inclusion in the study was raised in two stages, first to 18 years and subsequently to 24 years. Eventually the inclusion criteria were broadened to include patients for whom seizures had not been captured on video-EEG (2 patients). In both cases a neurologist at specialist health services made the diagnosis and the patients were referred for treatment in mental healthcare.
In the final phase of the inclusion process, the criteria were broadened to allow inclusion of patients who also suffered from epilepsy (one patient definite, one patient possible). For one patient, the epileptic seizures were relatively minor (absences), while her NES were severe.
For the second patient, the majority of seizures had been recorded on video EEG, but not all of them. These two were not among those who were previously excluded. Three patients used AED, two for epilepsy treatment and one for migraine. The inclusion process took one year to complete.
Description of guidelines for the follow-up stay
The patient follow-up stay is divided into three phases, as briefly described below.
The first phase is building of trust and getting to know the patient. Patients are asked to talk about factors that they believe are important for development of their seizures.
The next phase includes one or two consultations between the neurologist, nurse, and patient/family, in which information is given about the multifactorial aetiology of NES 3, 15, 30 and how all kinds of stress may initiate physical processes. 31 The patients are then helped to identify such associations in their own lives. Then biological, social and psychological conditions derived from the patients' narratives are categorized by health professionals as predisposing, precipitating, and maintaining factors and written on a blackboard. An example of what might be written on a board of this type is: Biological: chronic somatic disease, puberty, learning disabilities. Psychological: various types of traumatic experiences, chronic and prolonged stress. Social: bullying, divorce, moving, change of school, learning disabilities. These terms build on universal understanding, and several of the examples will overlap one another. Participants are also given a brochure about NES.
In the third phase, the patients are offered follow-up discussions with a neurologist and nurses.
Different services offered by different departments
The adult department offered a longer stay (4 weeks) than the paediatric ward (2 weeks), and therefore participants from this department had a wider range of services. Participants who were older than 17 (except for Angelina) were admitted for a four-week stay. They also received: -4 group discussions with other patients with NES. -Instruction in techniques to prevent seizures (breathing techniques). -Extended teaching on NES and about physical reactions to anxiety, stress, and hyperventilation.
Data analyses
A semi-structured interview guide was used for the interview (see Appendix in supplementary data). The guide consisted of different themes/overall questions followed by sub-questions. The themes structured the interview while nearly all sub-questions were asked if not commented upon automatically. We also allowed the participants to speak freely about themes that were important to them, and leads initiated by participants were encouraged. Interviews lasted an average of 65 min, were audiotaped and transcribed.
The interviews were analysed using systematic text condensation. 32, 33 This method was chosen because it is a method based on intersubjectivity well suited for interview studies and for providing descriptions of experiences. This is consistent with the aim of the study, which focuses on experiences of the impact of a biopsychosocial approach. The method represents an elaboration of Giorgi's psychological phenomenological approach and has a descriptive aim as well as an explorative ambition. Analytically it works with shifts between decontextualization and recontextualization of data and aims for a pragmatic procedure based, but not fully, on phenomenological analysis. 33 Following this approach, four main steps were taken to organize, categorize and interpret the interviews: In the first step, Better means approximately 50 per cent reduction in number of seizures, except for Alice who reported a smaller reduction. Seizure-free means that the patient has not experienced any seizures for at least a year. a Names have been changed. b In the telephone interview the participants were first asked to openly describe their seizure situation as of today; they were then asked how many seizures they had per week/month, whether they assessed their seizure situation to be: better, the same or worse, as compared with before they were admitted to hospital (see also Section 2).
the first author and co-authors read through the interviews by themselves. The purpose was to identify the main preliminary themes of each participant.
Then the text was entered into software for qualitative data analysis NVivo 10. The whole text was then coded for units of meaning. In this process, the themes from the first step were elaborated into sub-codes. In the third step, decontextualized summaries and condensations were made of the codes and subcodes. In the fourth step, the text was interpreted and recontextualised, and the thematic framework was developed. This resulted in the thematic categorization as presented below. Although the quotes provided are direct quotes, slight adjustments were made to the text in order to achieve better language flow.
Results
From the analysis, the following three areas were obtained: (1) Threatened self-image; (2) Being believed and belief in oneself; (3) Getting an explanation that makes sense.
Threatened self-image
Eight of eleven participants resisted their PNES diagnosis when they first received it at an outpatient consultation. The diagnosis was associated with mental illness, but they considered themselves to be mentally healthy. It was frightening to be confronted with an illness that did not match their self-image. They were immediately alienated when health professionals used the words ''mental'' or ''psychogenic''.
Jennifer: The way the doctor explained the NES seizures to me, I did not recognize myself as having them. The way she explained it to me, it was as though I was mentally ill. (. . .) It was like people who go to the psychiatric hospital. That's how I felt it was . . . so I did not believe that I had it. Julia: When they said it was mental, I was actually a bit scared . . . because I did not feel that I was mentally ill.
The character and form of the seizures also made it difficult to identify with the diagnosis. Severe and prolonged attacks were linked to serious mental illness.
Kathleen: When I say that I am usually out of it for a couple of hours . . . That makes me feel even more like a psychopath. When they tell me 'Now you have scratched yourself; now you have wet yourself . . .' I think to myself: 'How do I actually look when these things are happening?' Kathleen: I think that people probably think that I have two identities . . . I don't want people to think that, since I am not really like that. I'm just myself.
Being believed and belief in oneself
An almost automatic expectation of not being believed, or of not being taken seriously, characterized encounters between participants and healthcare providers. Participants' anecdotes reflected that NES is seen as a less legitimate illness than somatic diagnoses. Much was at stake when the participants' social identity and credibility were under threat.
Kathleen: When I say that I am in pain, but then the results of the EEG and blood tests are normal, then I am sure that the doctor thinks that I'm making up stories and fantasizing (. . .). I do not want people to think I'm a bad person because I suffer from seizures.
When participants were asked what was helpful, they replied immediately that it was to be understood and to be taken seriously.
This meant, first and foremost, to be believed that they were not staging or simulating their seizures, but also included that the patient's previous identity was maintained, even when the seizures were categorized as NES.
Mary: As long as others understand me, and don't think I stage or simulate seizures, it is all right. It is just a seizure, I'm not really like this, I keep on saying . . . it is just me regardless.
However, the participants themselves developed doubts as to whether the seizures really were beyond their control. The most important aid towards overcoming these doubts was an explanation demonstrating that unconscious processes are involved in NES. This made them confident that they were not inadvertently staging the seizures. Thus, they were able to preserve images of themselves as credible human beings.
Jennifer: The best thing was when the doctor gave some advice and you got more information, and you were relieved to find out that you could not simulate the seizures. When I had learned more about NES, then I accepted it.
Getting an explanation that makes sense
The participants needed an explanation of NES that matched their self-image and illness perception before they could accept the diagnosis. Teaching about NES from a holistic perspective, where many different factors are at play, enabled recognition of their own lives. A combination of teaching, interviews, and written materials was helpful.
Jennifer: There were a lot of facts. And when you had digested everything that they went through, then you saw that there were signs that could be recognized . . . Yes . . . then maybe it is not so strange after all. Mary: This pamphlet should be called ''Mary's-pamphlet''. Everything matched. In a way I got the answers and I talked about everything I have experienced and could, in a way, be connected with it.
As illustrated in the quotes below, the participants used explanatory phrases that evoked associations with biomedical disease (connecting links that trigger a seizure). Such explanatory phrases may help the participants to believe that the seizures were beyond conscious control. Using a bio-medical explanation rather than a more psychological one was also a way to justify the condition, to make themselves understood by others and to prevent others from categorizing them as a ''mentally ill'' person. This, in turn, made it easier for the participants themselves to explore how the body, mind and environment interact with each other. Along with a multifactorial explanatory model for the aetiology of NES, this provided a basis for an understanding that exceeds a body-mind dualism, and which shows how stress can initiate reactions in the body. Such a model made sense and was acceptable.
Kelly: I think it is better to say stress reactions in the brain that lead to a seizure. It is easier than explaining it as psychological. . .if I say PNES, they still wonder what it is. . .and I don't want to be labelled as mentally ill. Kelly: It made a lot more sense when they explained what it was about in a little more depth. That it's all about connecting links that trigger a seizure and that it comes from feelings and thoughts that you have. For example, if you are afraid . . . if you think too much that you're afraid, then a seizure happens. So in that way you get a little more understanding of why seizures occur and what they really are. In comparison with just hearing that you have psychogenic non-epileptic seizures . . . so it was very useful (. . .) It is more about that it is stress reactions that trigger a seizure from the brain.
Approximately half the participants altered their understanding of their condition during the hospital stay, from resistance to the diagnosis, to acceptance of it. They saw the association between their lives and the seizures. While some of these patients also gained seizure control, others obtained an explanation that was meaningful to them but without any seizure improvement. Other participants again felt no need to explore the diagnostic explanatory models. They had an understanding of the causes before they participated in the follow-up stay. Their main focus was on obtaining help in solving environmental difficulties. A few were unable to reconcile the diagnosis explanations with their own lives and continued to search for a purely biological explanation.
Discussion
A major finding of the study was the importance of being believed. This applied both to interpersonal aspects, such that the participants needed to be believed by others that their seizures were not simulated, and the intra-psychic aspect, the fact that the patients themselves had to be certain their seizures were involuntary. When patients felt they were believed, they reached a turning point, and it became easier for them to accept the diagnosis. Two main factors were identified that contributed to the patients' feeling that they were believed. One was being taught that unconscious processes are involved in NES. The second factor concerned the attitudes of health professionals. It was essential for the patients to be sure that the health professionals took them seriously.
We found that participants linked together the concepts of being believed and of being understood. Being believed and being understood both revolved around being trusted that the seizures were not simulated or staged, and that they were confirmed as being the person they were before, regardless of the diagnostic label that they had received. The patients in our study, as in one other study, 22 also developed their own doubts as to whether their seizures were voluntary or not. The study by Lind 34 describes patients with somatoform disorders (SD) longing for an existential recognition in social interactions. As with patients with SD having difficulty recognizing themselves and their bodily sensations, a similar situation can be identified for the patients in our study who expressed doubts as to whether they really can control their seizures. We found that our participants needed confirmation that they were trustworthy, normal and ''good people'', despite the fact that their seizures were ''non-epileptic''. When this was integrated into their illness perception and their self-image, it then became easier to explore associations between their own personal histories and their seizures. The need to be confirmed as a good and trustworthy person can be understood from the perspective that conditions having no specific bodily location are often ranked as being of lower prestige in our society. 35 These findings are especially relevant considering a review that reported that the term ''psychosomatic'' was used disparagingly in one of three newspaper articles 36 and other studies have also demonstrated that the attitudes and knowledge of health professionals to NES are not satisfactory. 37, 38 The majority of the participants described that they experienced resistance to the diagnosis and to the clinician, when they first received the diagnosis. Their self-esteem was threatened by the conditions associated with severe mental illness, while they felt mentally healthy. The resistance can be understood as a shield against a diagnostic label with which they could not identify.
We found that resistance to the diagnosis was related to the participants' understanding of their condition in terms of simple and causal explanations. Similar findings in other studies show that patients with NES have difficulty in comprehending that their condition may lie at the interface between psyche and soma. 17, 23 Patients with NES often look for specific emotional stresses or life events that have caused the seizures. This is experienced as difficult. 18 The quest for a specific cause can be understood from the perspective that patients are influenced by the traditional biomedical concept of disease, in which symptoms must have a somatic cause in order to be considered as legitimate. Both physician and patient may have a tendency to look for biomedical explanations of symptoms, and associate the patient's credibility with these. 39 We found that a more nuanced and complex understanding of the condition was helpful. The resistance was diminished for most of the participants during the course of the follow-up stay.
The patients looked for answers as to why the seizures occurred and what caused them. Regarding why the seizures came, a multifactorial model of explanation for the aetiology of NES made good sense. An explanatory model, in which biological, social, and psychological factors interact, provided a recognizable reflection of their own lives, and this helped to generalize and normalize the condition.
Regarding what caused the seizures, the patients preferred more tangible and simple explanations. Although knowledge on NES is limited, 16 ,31 most of the participants received an explanation that they found acceptable. This became apparent when they used explanatory phrases like links that trigger a seizure and stress reactions that trigger a seizure from the brain. Such explanatory phrases helped them to comprehend how the body and mind interact. Somewhat similar findings were obtained in a study of SD in which tangible explanations and metaphors alluding to physical causal mechanisms were found to contribute to mastery and empowerment. 40 Such metaphors were favourable because they absolved the patient of having contributed to the symptoms. Similarly, the stress concept has been found to serve as a legitimate explanation model for patients with MUS, because the term implies that external demands from the environment are associated with physical mechanisms in the body. 5 In our study, we found that the patients chose explanatory phrases and metaphors that helped them to feel believed. When patients felt believed, they were able to develop the confidence and legitimacy that they needed to explore connections between life experiences and the development of seizures.
Overall, this may explain why patients in our study resisted their diagnosis when it was first introduced, but accepted it during a hospitalization. It should be understood that accepting the diagnosis is a fundamental process that involves the patient's selfimage. Such processes require considerable time and occur in close interaction with healthcare providers.
Limitations and strengths
The PI involved in this study has extensive clinical experience with patients. Although she attempted to set aside her preconceptions during the study, the clinical experiences and theoretical background of the PI may have affected all stages of the study. One important factor in limiting researcher-bias in the study was that the co-authors of this article collaborated closely in the development of all the study phases. The collaborators are from other institutions and have different professional backgrounds than that of the PI.
Difficulties in recruiting patients to the study resulted in a substantially wide age range among the participants, and the participants were also given different types of intervention. This was originally perceived as a disadvantage, as each category consisted of only a few participants. In retrospect, however, we see that this also has been beneficial, as otherwise we would have missed variations in the participants' illness perceptions. The participants who received the longest intervention were the oldest. With the exception of one, they shared some similarities in the course of their condition, in that they shifted from rejection to acceptance of the diagnosis during the course of their hospital admission.
In contrast, the youngest participants apparently did not have a particular need to dwell on the explanatory models of the diagnosis. They already had an understanding of why they experienced seizures and they were mostly concerned that a change in their environment was needed. In describing a previous study, Irwin 41 writes that it appears as though causes of NES are more external to children, that is, the causes lie largely in the child's surrounding environment, such as difficulties at school, bullying etc. The difficulties in recruiting patients to the study also resulted in only female participants. Women, however, are three times more likely to develop NES than men. 15 Male participants might have provided other aspects that were unfortunately missed in this study. Several potential participants refused the offer of a follow-up stay. One reason that they refused was that they lacked a legitimate reason for admission. The lack of a somatic diagnosis made explanations for absences from school and work difficult. Furthermore, if patients were in a good phase with few seizures, they tended to think that the seizures would go away by themselves. Thus, it was easier for them to decline admission.
The heterogeneity among people receiving an NES diagnosis 15 along with the small sample size of this study has probably resulted in some aspects of the phenomenon not being captured in our material. However, we believe that our findings highlight some new nuances of illness perception in patients with NES, in particular how multifactorial explanations may assist such patients in coping with their condition, and why it is important that patients feel believed, understood, and legitimate. This study considered only patients with NES, and the question arises as to whether our findings are also applicable to patients with MUS in general. One aspect suggesting this is that patients with MUS and NES describe the same experiences of not being believed or understood, and of not being taken seriously by health professionals. 20, 22, 40, 42 
Conclusions
This study highlighted three main aspects that had a positive impact on the participants' illness perception and contributed to coping with the condition.
1. We identified a process in the patients' illness perception, in which the first step was to feel believed. When the patients felt they were believed, they were able to explore connections between their seizures and their personal life experiences. 2. The second aspect was to get an understandable and tangible explanation of what happens in the body up to and during nonepileptic seizures. This made it easier for the patients to comprehend the interaction between psyche and soma. Such explanations were acceptable and helped them to feel that they were believed. 3. The third aspect was the use of a biopsychosocial approach to describe the aetiology of NES. Such a model contributed to patients' being able to identify with the diagnosis, and enabled them to discern associations between their seizures and personal histories.
More studies are needed to explore how various interventions in NES affect the patients' coping with their condition. This may be relevant to MUS as well. In particular, studies are required that explore how health professionals can best help their patients to reach an understanding of their condition that goes beyond body and mind dualism.
